Introduction {#s1}
============

Smoking leads to \>650 000 premature deaths in Europe every year, with estimates that ∼1 billion people worldwide will be killed by tobacco in the 21st century \[[@C1]\]. Smoking is the leading cause of chronic obstructive pulmonary disease (COPD), with projections that, by 2020, COPD will have become the third cause of death and the fifth cause of disability worldwide \[[@C2]\]. Although only 15% of the world\'s population live in Europe, it carries nearly a third of the burden of tobacco-related disease, with a huge impact on national economies and healthcare services. To combat this growing health crisis, effective smoking-cessation services, delivered and signposted by healthcare professionals (HCPs) are essential \[[@C1], [@C3]\].

The number of premature deaths and the impact of lung disease on quality of life and symptom control can be reduced by raising awareness of the value of smoking cessation to people with a lung condition, such as COPD, asthma and lung cancer \[[@C2]--[@C5]\]. For example, smoking cessation is the only effective means of controlling the progression of COPD \[[@C2], [@C3], [@C6], [@C7]\]; however, ∼40% of people with COPD continue to smoke \[[@C3], [@C8]\]. HCPs are in a position to engage with this population, but little research has been conducted into the smoking cessation behaviours and perspectives of people with lung conditions in Europe, including their perspectives on smoking-related interactions with HCPs and cessation services.

There is a growing understanding that a single "one size fits all" approach to smoking cessation with this complex population does not work, with calls for further characterisation of this smoking population and for a more individualised approach to their needs, and to smoking cessation in general \[[@C7], [@C9]--[@C13]\].

The objectives of this study were to explore characteristics of people across Europe with a diagnosed lung condition and who currently smoke; their perceptions of cessation services and treatments; their interactions with HCPs; and their recommendations for improving cessation outcomes. This study was led by the European Lung Foundation (ELF) in collaboration with the European Respiratory Society (ERS) Task Force on "Statement on smoking cessation on COPD and other pulmonary diseases and in smokers with comorbidities who find it difficult to quit" \[[@C3]\].

Methods {#s2}
=======

Literature review {#s2a}
-----------------

PubMED, CINAHL and keyword internet searches were used. Studies published in English, or with English translations, exploring populations in European countries, published in 2000--2015 were included. The search parameters were defined as: 1) lung disease; 2) current smoking; 3) smoking cessation; and 4) patient perspectives. These included the search terms: 1) smoking-related, respiratory/lung diseases/conditions, chronic obstructive pulmonary disease, COPD, asthma, lung cancer; 2) chronic/persistent/long-term/involuntary/active/hardcore/recalcitrant smoking/smoker; 3) smoking cessation, stop smoking clinic, difficulty quitting/stopping, unable to quit, hard to stop; and 4) perspectives, beliefs, perceptions, experiences.

The majority of quantitative smoking cessation and lung disease research looks at COPD, focusing on cessation rates and clinical observations on specific treatments, with minimal feedback from the participants in the studies \[[@C6], [@C14]--[@C17]\]. Similarly, the most relevant qualitative research comprises of small sample size interview and questionnaire designs conducted with people with COPD \[[@C9], [@C18]--[@C22]\]. There has been little wider investigation into common factors for people with lung diseases and transcending European national contexts has been conducted \[[@C3], [@C14], [@C16], [@C23]--[@C25]\].

Due to the limited literature, studies on related topics were also considered: characteristics of people who find it difficult to stop smoking; challenges to smoking cessation in people without lung conditions \[[@C13]--[@C15], [@C17], [@C18], [@C20], [@C24]--[@C30]\]. Relevant factors identified were lifestyle and environment, individual smoking experience, relationship between lung disease and smoking, desire to stop smoking and impact of repeated cessation attempts.

The descriptor "people with a lung condition who smoke" is used throughout. Questionnaire respondents who consented to being contacted with additional questions and entered an email address considered the descriptor to be clear and non-judgemental.

Questionnaire {#s2b}
-------------

An explorative study design and sampling strategy was selected as most appropriate for gaining insight into this hard-to-reach population. A web-based observational questionnaire was developed from the literature review, with the questions refined by a sub-group of the ERS Task Force, including smoking cessation and respiratory medicine clinicians, researchers and a psychologist. The 18-item questionnaire covered four main topics: cohort characteristics; perspectives on smoking cessation; interactions with healthcare professionals; and recommendations to improve cessation outcomes. The draft questionnaire was reviewed by two people with lung conditions who smoke to ensure the appropriate level and tone.

The questionnaire (see supplementary material) was available in 16 languages (English, German, French, Spanish, Italian, Greek, Polish, Russian, Dutch, Turkish, Bulgarian, Serbian, Portuguese, Romanian, Swedish and Norwegian). The questionnaire was open from December 2012 to March 2013. Full details of the aim of the questionnaire, anonymity and contact details for the ELF were provided at the start of the questionnaire, with implied consent given by each person choosing to complete the questionnaire \[[@C31]\].

The online format enabled rapid and wide-reaching dissemination of the questionnaire across Europe, using existing ELF electronic communication channels, such as the ELF website with an Adwords campaign in each language, the ELF newsletter and social media. However, this approach prevented participation by patients without internet access at home or in their doctor\'s clinic. Information and promotional posters were also sent to ERS members and to ELF\'s European patient organisation network to share with their colleagues, patients and members.

This snowball approach to sampling, in order to reach the maximum number of potential questionnaire respondents, facilitated the engagement of diverse patients but made it impossible to record the number of people aware of the questionnaire and who chose not to respond \[[@C31], [@C32]\]. Furthermore, due to inconsistency in the recording of smoking status across Europe, the potential size of the target population is also unknown \[[@C23]\]. For these reasons neither the response rate nor the generalisability of the findings relative to the size of the population could be calculated. However, the findings are validated by the similarities between the sample and the European respiratory patient population, thus giving reliability and generalisability to the findings and to the areas highlighted for further study.

The information entered into the anonymous questionnaire was considered truthful, as there was no incentive for inaccurate reporting, and studies have found no statistically significant difference in patient self-reported smoking behaviour and tobacco consumption as measured with cortisone testing \[[@C33], [@C34]\]. The data were analysed as a whole, not by country, and expressed using descriptive statistics. No maximum/minimum number of responses for language or country was set; therefore, comparisons between countries could not be made. Open responses were translated into English. Thematic analysis explored commonalities. The STROBE (Strengthening the Reporting of Observational Studies in Epidemiology) checklist for observational studies was applied \[[@C35]\].

Results {#s3}
=======

In total, 514 questionnaires were completed, with 490 responses from 26 European countries included in the study. Questionnaires were excluded from 21 respondents resident outside Europe, two respondents without diagnosed lung conditions, one person who had successfully stopped smoking, and one who did not complete the respondent characteristic questions (numbers 15--17). The highest responses by country were Turkey (22%), UK (21%) and Poland (20%).

Characteristics of people with lung conditions {#s3a}
----------------------------------------------

Common respondent characteristics were: male (54%), aged 40--55 years (39%), with COPD (70%). Asthma was the second most common condition (23%). A further 20 conditions were stated, including tuberculosis (6%), bronchiectasis (5%), lung cancer (4%), sarcoidosis (2%) and pulmonary fibrosis (2%), and 18 others and comorbidities (17%). Respondents could indicate more than one condition.

Levels of consumption and dependence were gauged by how much the respondents smoked per day and how soon after waking \[[@C36]\]. 76% of respondents smoked 1--20 cigarettes per day (1--10, 37%; 11--20, 39%) within 30 min of waking (61%) (≤5 min, 23%; 6--30 min, 38%).

Impact of diagnosis on smoking behaviour was highlighted by changes in the amount smoked or enjoyment of smoking. 59% of respondents reported smoking less since diagnosis, 34% smoked the same amount and 7% smoked more since diagnosis. Most respondents enjoyed smoking less (52%) or to the same extent (44%), with 4% enjoying smoking more since diagnosis.

Experiences of smoking cessation {#s3b}
--------------------------------

Common reasons for continuing to smoke were: "it helps me cope with stress" (49%); "I tried to quit but do not seem able to do it" (43%); and "I enjoy smoking" (40%) ([figure 1](#F1){ref-type="fig"}). 10% of respondents gave additional reasons. Habit was the most common additional reason, with catastrophic thinking evident in some cases: "I think that if I stop smoking my world would simply collapse". Some focused on the impact of stress and environment, such as managing difficult family situations, isolation and boredom, or held beliefs that inhibited cessation, such as weight loss or gain, helping loosen mucus or reduce constipation. Others stated that it was too late or that cessation would cause an earlier death.

![Main reasons for survey respondents not stopping smoking (multiple choices could be selected).](00009-2016.01){#F1}

In the previous 12 months, 54% had made 1--5 attempts to stop smoking, 33% had made no attempts, and 4% had made \>20 attempts. Different approaches to cessation were preferred, with 55% thinking that setting a date to stop smoking and stopping abruptly had been more successful for them, whilst 45% thought trying to reduce smoking with cessation as a longer-term goal worked better for them. Although the majority showed a desire to stop smoking, 90% found it "very difficult" or "difficult" to stop.

60% of the respondents had tried cessation treatments, including prescription and over-the-counter drugs, alternative therapies and self-help resources. However, only 40% of the entire cohort of respondents reported that these treatments helped them to stop smoking ([figures 2](#F2){ref-type="fig"} and [3](#F3){ref-type="fig"}). The most common treatment tried was nicotine replacement therapy (NRT), such as patches, chewing gum and inhalers (31%) ([figure 2](#F2){ref-type="fig"}). Electronic cigarettes (e-cigarettes; 20%) and self-help books (19%) were also popular. Additional treatments tried were identified by 12% of respondents, including will power, mouth spray (non-NRT), chewing sweets and mints, cytisine (Tabex) and reducing smoking. 37% of respondents had tried two or more treatments, ranging from 2--10 treatments tried.

![Smoking treatments tried (percentage of the cohort that had tried each treatment). Multiple choices could be selected. NRT: nicotine replacement therapy.](00009-2016.02){#F2}

![Smoking treatments found most helpful (percentage of the cohort that found each treatment helpful). Multiple choices could be selected. NRT: nicotine replacement therapy.](00009-2016.03){#F3}

The respondents that had tried treatments reported finding NRT (12%) and e-cigarettes (11%) the most helpful in helping them stop smoking ([figure 3](#F3){ref-type="fig"}). However, only 6% found self-help books helpful ([figure 3](#F3){ref-type="fig"}). Other treatments found helpful by 11% of respondents were cytisine (Tabex), smoking reduction, the shock and physical impact of their diagnosis, and will power.

Interactions with HCPs {#s3c}
----------------------

Respondents were asked when doctors or nurses had talked to them about smoking, and their expectations and feelings about the interaction. The majority reported that doctors/nurses had talked to them about smoking both before and after their diagnosis (41%). 31% had a conversation following diagnosis. 15% had never had a conversation with an HCP about smoking or only before their diagnosis (13%).

The most common statements were "I was hoping they could help me stop smoking" (27%), "I felt they were nagging/lecturing" (24%), "I felt they are being helpful" (23%), "I did not think they could do much about it" (22%), and "I was happy to discuss \[smoking\]" (22%). Only 9% felt that smoking was "raised too often".

Recommendations to improve cessation outcomes {#s3d}
---------------------------------------------

Recommendations based on six key themes are illustrated with indicative quotations.

### Systemic improvement {#s3d1}

Respondents recommended longer consultations or scheduled follow-up appointments for discussion and monitoring of cessation attempts. Longer appointments would give HCPs time to explain the effects of smoking, benefits of cessation for their lung condition and treatment options. For example: "an explanation of what smoking does to your body and your lungs, plus a good proposal about how to stop smoking would be welcome"; "give time to discuss consequences and how to cope effectively". The respondents wanted to feel like collaborators in their treatment, which is only possible if HCPs explain the impact of smoking on an individual\'s lung disease and outline therapy options to enable informed decision-making. Respondents stated: "I need more information"; "giving out brochures with an explanation from the doctor, not just putting a bundle of paper in your hands".

A range of treatment options should be available, especially when standard treatments have not helped achieve cessation, including alternative therapies. For example: "I have tried patches, tablets, the whole range, nothing has worked, maybe some new approach, hypnotherapy or anything really that could help"; "rather than discussing pharmacological agents to stop smoking, they should discuss more about the methods which do not require pharmacological agents".

Respondents requested access to cessation services and a specialist, including in-patient clinics and stop-smoking courses and reduction or cessation plans. HCPs telling respondents to stop smoking without offering further guidance or support reduced their motivation to try to stop smoking and resulted in unsuccessful attempts. For example: "I would be elated to receive some help, rather than just being told 'you must give up'"; "there are lots of tips but not much practical help".

### Understanding addiction {#s3d2}

Respondents referred to the addictive nature of tobacco and the need to treat it like alcohol and non-prescription drug addictions. Many felt that HCPs do not adequately understand nicotine addiction and the difficulty stopping: "I feel they could be more appreciative of how hard it is to quit... No one wants to smoke but the fact is unfortunately we are addicted!"

Many found it hard to take advice from a doctor or nurse that they know smokes, whilst others found it difficult to take advice from someone who does not smoke and cannot understand the addiction: "if you have never been a smoker, it must be hard to understand how you could continue with such an obviously harmful habit".

### Empathy {#s3d3}

Respondents wanted signs of empathy, for HCPs to "show some understanding of the difficulties of giving up smoking". Many felt "embarrassed", "looked down on as an addict" or treated as less intelligent: "we are smokers NOT idiots. Yes, smoking kills us BUT WE KNOW THAT! We just find it very difficult to stop. Don\'t patronise us, consider how we feel". One respondent summarised the message stated by many: HCPs should "never speak dogmatically or patronisingly. Empathy and compassion in the particular situation means there is a chance that the patient will feel more comfortable and therefore will be ready to talk seriously about the issue".

### Individualised treatment {#s3d4}

Respondents called for HCPs to consider their personal relationship with smoking, rather than prescribing a standard cessation treatment: "each patient must be treated individually, not everyone is the same; as with diseases, so with smoking, the success of the treatment involves a subjective element". Underlying stressors and reasons for continuing to smoke should be discussed, "find out the reasons why people don\'t stop smoking rather than putting all the emphasis on why we smoke".

Many identified smoking as a complex psychological issue and need for holistic treatment: "to look at the whole picture of what is going on in someone\'s life---to help deal with the reasons someone smokes (*i.e.* as stress relief) and then build up to a cessation attempt". The relationship between smoking, stress and challenging environments/circumstances was evident in the responses, with smoking maintained by "the stress of work and my daughter", "the severely challenging factors in my working and personal environments".

### Personal responsibility {#s3d5}

Many respondents identified the choice to smoke and to stop as the individual\'s responsibility: "Support or drugs or counselling is needed, but it\'s up to me and only me"; "the final decision rests with me and I don\'t appear to have the will power to overcome this addiction". HCPs could discuss smoking with people with lung conditions, providing information and a number of treatment options, alongside helping develop the individual\'s self-efficacy so that they can support themselves in cessation attempts.

### Greater public awareness {#s3d6}

Greater public awareness of the health risks of tobacco was considered a necessary early intervention to dissuade people from starting and continuing to smoke, to "better emphasise the damage smoking does before you get a lung disease!". Some felt that the general population is not well-informed about tobacco-related lung conditions and would not consider the longer-term risks when starting to smoke. Awareness-raising political and social interventions were suggested, such as social policy to affect change, billboards advertising the dangers of smoking, public lectures and awareness events to educate about smoking as a health problem.

Discussion {#s4}
==========

The responses to the online questionnaire are consistent with the literature on the characteristics of people with lung conditions who smoke, and current guidelines on smoking cessation for people who find it difficult to stop smoking \[[@C3], [@C8], [@C28], [@C29]\]. Respondents were not asked about their socio-economic or education status. However, the open responses regarding smoking beliefs, motivation and number of quit attempts are consistent with qualitative research into smoking in low socio-economic groups \[[@C18], [@C19], [@C34]\], thus validating the study methodology used and giving generalisability to the findings and areas highlighted for further study.

A key finding is that 67% of respondents made at least one cessation attempt in the last 12 months, and either smoke less (59%) or enjoy smoking less (52%) since their diagnosis. This indicates a desire to stop smoking and supports the recommendation that HCPs should frequently repeat cessation advice, as there may be a period following diagnosis when the person is more receptive to cessation guidance \[[@C1], [@C3]\]. ERS guidance for HCPs states that "patients with respiratory disease have a greater and more urgent need to stop smoking than the average smoker, so respiratory physicians must take a proactive and continuing role with all smokers in motivating them to stop" \[[@C3]\].

In exploring the smoking cessation experiences and recommendations of people with lung conditions who smoke, areas for new and further research have been highlighted with reference to supporting literature, where available ([table 1](#TB1){ref-type="table"}). These include understanding of addiction, psychological and holistic approaches, combinations and variety of treatments, inpatient facilities, e-cigarettes and HCP\'s communication styles.

###### 

Recommendations to improve smoking cessation outcomes with supporting literature, where available

  **Respondent recommendations**                                                                                                                                                                           **References for supporting literature**
  ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ------------------------------------------
  It is important for the healthcare professional to understand each person\'s level of addiction and the high level of challenge in attempting to stop smoking                                                         \[6, 18, 25\]
  Frequently repeat cessation advice and plan follow-up visits to address smoking cessation as the primary issue                                                                                                          \[19, 27\]
  Discussing reasons for relapse can provide important information for tailoring individual treatments                                                                                                                \[10, 13, 14, 18\]
  Self-efficacy and self-esteem affect the individual\'s ability to stop smoking, so advice should be targeted to address issues of motivation, self-efficacy and self-esteem                                       \[3, 10, 11, 26--28\]
  Pharmacological and psychological support should be provided as part of smoking cessation treatment due to the frequency of anxiety, depression and panic disorders                                            \[3, 7, 11, 14, 16, 17, 26\]
  Healthcare professionals should be empathic, understanding and show respect to the individual\'s opinions about smoking                                                                                                 \[17--27\]
  If a certain treatment does not help, offer a new or different cessation treatment                                                                                                                                    \[7, 17, 28\]
  People who find it especially difficult to stop smoking due to their home environment could benefit from intensive treatment, such as in an inpatient cessation facility for an agreed period of time                     \[12\]
  If someone finds it difficult to stop smoking abruptly, *i.e.* "going cold turkey", suggest a reduction programme over an agreed period of time                                                                         \[3, 34\]
  Earlier public and individual intervention, such as public awareness initiatives, and routine discussion of smoking is needed, especially before a lung disease has developed                                           \[8, 20\]
  Allow time to discuss the individual\'s relationship with smoking and reasons for continuing                                                                                                                              \[13\]
  Give constructive advice on cessation strategies and support                                                                                                                                            
  Give a range of treatment options, and explain them so that each person can make an informed decision about their treatment                                                                             
  Explain the effect of smoking and how stopping would affect each person\'s lung condition                                                                                                               

The aim of the study was achieved by providing an explorative insight into the cohort of people with lung conditions who smoke across Europe, their perspectives of smoking cessation and interactions with HCPs. The study has shown a motivation by people with lung conditions who smoke to use their experiences to help improve cessation services. The questionnaire methodology was successful in reaching a hard-to-reach population across Europe, and has highlighted specific areas for investigation, including in national populations or disease-specific patient sub-groups and using a dissemination approach that will track the number of people invited to participate and produce a response rate. By building on the findings of this study the recommendations and experiences of people with lung conditions who still smoke can be used to inform individual services, national smoking cessation strategies and European guidelines to achieve more successful cessation attempts.
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